Cancer treatments are complex, involving multiple clinicians, toxic therapies, and uncertain outcomes. Consequently, patients are vulnerable when breakdowns in care occur. This study explored cancer patients' perceptions of preventable, harmful events; the impact of these events; and interactions with clinicians after such events.
INTRODUCTION
Effective communication between patients and clinicians can prevent lapses in quality and, when problems occur, can mitigate harm and restore trust. Patient-centered communication is especially important in cancer care. [1] [2] Cancer is typified by emotional and physical challenges. Treatments are complex, involving multiple clinicians, toxic therapies, and uncertain outcomes. Unfortunately, communication with patients with cancer is often not ideal. [3] [4] [5] [6] Patients frequently leave medical visits overwhelmed, with unmet expectations, confusion about treatment plans, and uncertainties about whom to contact with questions, all of which increases the likelihood that their quality of care will be compromised. [7] [8] Skillful communication is equally important after a breakdown in care. 9 Hospital accreditation standards and some state laws require that patients be informed about all outcomes of care, including unanticipated outcomes. [10] [11] Yet research suggests that communication with patients and families after care has gone wrong is lacking, compounding patients' and families' suffering. [12] [13] [14] [15] [16] Improving communication with patients with cancer requires a better understanding of patients' experiences of breakdowns in care. Existing metrics provide limited insight into patients' perceptions of problems during care. Therefore, we conducted indepth interviews with patients who had recently undergone cancer treatment and who believed that something had gone wrong during their care. Studying communication around care breakdowns in the JOURNAL OF CLINICAL ONCOLOGY complex setting of cancer care can suggest ways of making patient care more patient-centered throughout the health care system.
PATIENTS AND METHODS

Study Setting and Sample Selection
This study was conducted in the Cancer Communication Research Center, which is affiliated with the Cancer Research Network. These National Cancer Institute-funded projects involve a consortium of research organizations affiliated with integrated health care delivery systems. Three Health Maintenance Organization Cancer Research Network sites located in Washington, Massachusetts, and Georgia recruited participants for this study. Potentially eligible study participants included patients who had completed treatment for stage I-III breast cancer (women only) or stage I-III gastrointestinal cancer (men and women) 6 to 18 months before the study period. All patients were 21 to 80 years old. The study protocol was approved by the institutional review board of each site.
Recruitment and Eligibility
Potential participants identified through their electronic medical records were invited to participate via mail. Patients who did not opt out were contacted by telephone approximately 2 weeks after the original letter was mailed. Those who expressed interest were screened to determine eligibility. To be eligible for the study, patients had to identify that something "went wrong" during their cancer care; what went wrong was preventable, and what went wrong caused, or could have caused, significant harm. Harm included psychological and physical harm, as well as other negative consequences. Events meeting these three criteria are hereafter referred to as problematic events.
Interview Protocol and Content
Two experienced interviewers conducted telephone interviews. Patients were asked to describe the problematic events they experienced, the impact of the events, their communication with clinicians before and subsequent to the events, and clinicians' actions afterward (Fig 1) .
Most questions were openended; interviewers probed for elaboration or clarification. Interviews lasted approximately one hour; participants received $25. Interviews were digitally recorded and transcribed.
Data Analysis
Interview transcripts were coded using directed content analysis.
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Coding categories were created using interview domains and were refined through an iterative process of transcript review, coding, and discussion, until consensus was reached. Four coders independently coded the same three transcripts and discussed discrepancies until agreement of at least 85% was reached. The remaining transcripts were assigned to coders, with 12 transcripts coded by at least two coders to ensure continuing consistency (ie, agreement greater than 85%). Transcripts and codes were entered into the Statistical Package for the Social Sciences (version 17.0, Chicago, IL) to facilitate manipulation and summarization. Frequency counts were generated to summarize results.
RESULTS
Sample Characteristics
A total of 708 patients (breast cancer, n ϭ 539; gastrointestinal cancer, n ϭ 169) were identified through electronic records and invitation letters (Fig 2) . Of these, 35 patients opted out before follow-up contact. Of the remaining 673, 527 patients were contacted; 416 patients expressed interest in participating, 323 patients did not identify any problematic events during their care, and 93 patients responded affirmatively to the three screening questions. Of the 93 patients who identified an eligible problematic event, 78 patients completed indepth interviews. Interviewee characteristics are summarized in Table  1 . Interviewees were asked all questions (Fig 1) , unless an earlier response obviated the need for a question. All percentages reported were calculated using the total number of interviewees (n ϭ 78) as the denominator, unless otherwise noted.
Patients' Perceptions of Problematic Events
Problematic events were reported by 93 (13%) of 708 patients who had recently been treated for breast or gastrointestinal cancer (22% of 416 patients screened). In-depth interviews with the 78 participants allowed us to categorize the events into three groups. Twenty-eight percent of patients interviewed believed something had gone wrong during their medical care; most commonly, patients perceived delays in diagnosis and/or treatment of cancer. Other problematic events included surgical problems requiring additional surgery, infections delaying recovery, and prolonged complications from treatment.
Forty-seven percent of patients interviewed believed something had gone wrong in communication, without a breakdown in their medical care. Communication breakdowns involved problems with information exchange, including insufficient information provided to the patient (eg, not being told about treatment options), inaccurate information provided to the patient (eg, patient was told her cancer was life-limiting, but test results revealed it was treatable), and the clinician not listening to the patient (eg, dismissing reports of symptoms). Also included were reports that the clinician (or another person in the health care system) was cold or uncaring.
Twenty-four percent of patients interviewed described cooccurring breakdowns in both medical care and communication, such as perceived delays in diagnosis and treatment, with poor information exchange exacerbating the delay. Other examples included infections and postsurgery complications that the patient believed were exacerbated by the clinician's unresponsiveness to the patient's reports of problems and insufficient information provided to the patient that the patient believed impaired their clinical decisionmaking and led to worsened pain.
Perceived Impact of the Problematic Event
Patients reported a variety of consequences of the problematic events (Table 2) . Most patients (20 of 22 patients; 91%) who reported a breakdown in medical care believed they had experienced physical harm, such as pain, need for additional treatment or hospitalization, delayed recovery, progression of cancer, or infection. Thirty percent (11 of 37) of those patients who experienced a communication breakdown without a concomitant breakdown in medical care believed they had been physically harmed. For example, some patients believed they were given insufficient information about how to prepare for chemotherapy and therefore experienced serious adverse effects that could have been mitigated. All patients describing a communication breakdown (either by itself or concomitant with a breakdown in medical care) reported emotional or psychological consequences, as did most patients who experienced a breakdown in medical care. Patients reported feelings of anger, fear, distress, frustration, anxiety, depression, and sadness. Fifty-three percent of all patients interviewed indicated their relationship with their clinician was damaged after the event. Several did not see the clinician involved again. In some cases this was because care from that clinician was no longer required, but other patients (30%) deliberately sought care from a different clinician.
Some patients (33%) expressed strong feelings about never returning to a particular clinician or clinical site because of the problematic event.
Other consequences of the problematic events included 39% of patients reporting life disruptions (eg, lost work, inability to participate in activities), 37% reporting financial consequences (eg, copayments, lost income), and 58% reporting effects on family members, such as emotional distress or anger.
Responsibility for the Event
A majority of patients (65%) interviewed held one or more physicians fully or partially responsible for the problematic event; fewer (14%) considered a nurse fully or partially responsible. Some patients (23%) viewed other personnel as responsible; whereas 13% did not ascribe responsibility to any one person, viewing the event as attributable to problems with the system. A few patients (13%) ascribed partial responsibility to themselves, for instance by accepting a noncancer diagnosis despite continuing symptoms or by neglecting screening.
Communication With Clinicians After the Event
Overall, 36% of patients reported that they had discussed the problematic event with one or more of those they perceived to be responsible. According to patients, the responsible individual seldom initiated discussions of the problematic event (6%); more often the patient or family member initiated the discussion (27%). Sixty-eight percent of patients reported discussing the problematic event with someone in the health care system other than the person they considered responsible.
In only one instance did the patient feel that the person responsible for the breakdown had assumed responsibility for the event. Slightly more interviewees (8%) reported that someone whom they did not see as directly responsible had assumed responsibility. Nine percent of interviewees were uncertain whether anyone took responsibility. More often, patients reported that no one took responsibility (42% of interviewees). For some patients, discussions about responsibility were not expected, either because they did not ascribe responsibility to a single person (13% of interviewees), the person responsible was never encountered again (23%), or the patient did bring up the event (8%).
Six percent of patients reported receiving a clear explanation of what had occurred. More than half of those (53%) reported the explanation was confusing or incomplete. A few patients (6%) suspected details were withheld and that clinicians were worried about being sued for malpractice. None of the 41 patients who perceived a breakdown in medical care (either by itself or concomitant with a breakdown in communication) reported that anyone in the health care system told them of efforts to prevent recurrences, though three of 37 patients (8%) who had experienced a communication breakdown only reported being told of such efforts. Relatively few patients (12%) reported receiving an apology from the person they perceived as being responsible for the error; slightly more patients (15%) reported receiving an apology from someone else.
Clinicians' Actions After the Event
Fifty-one percent of patients reported that one or more clinicians undertook helpful actions after the event. Among those patients who believed that they had experienced a breakdown in medical care, concomitant with or without a breakdown in communication, nine (22%) of 41 patients reported that someone had taken action to mitigate harm or remedy the error. Some patients (28%) reported that health care personnel had responded in a way that was not helpful, including denying the perceived problem, being defensive, or dismissing the patient's concerns.
Patients' Actions After the Event
A few patients (13%) formally reported their problematic events, by writing a letter, speaking with someone in administration, or completing satisfaction surveys. One patient contacted a professional organization and another contacted a lawyer. Patients' reasons for not formally reporting the problematic events included wanting to focus on their own health, put the event behind them, or focus on the future (28%); believing that reporting the event would not do any good (12%); believing the injury or error was fixed or not significant (6%); uncertainty about who was responsible for the event (5%); and concerns about the impact on the clinician involved (3%). Few patients (3%) wanted financial reparations. Some patients (13%) who had not reported the event or taken other actions subsequently wished that they had or were considering taking action at the time of the interview, specifically, consulting with a lawyer about the event (3%), writing a letter of complaint (3%), voicing their concerns (3%), or obtaining their medical records (3%).
Almost all patients (90%) reported making changes in their health care-related behavior as a result of the problematic event.
Reported changes included becoming more proactive during encounters with clinicians by asking more questions about their condition and care (60%); becoming more likely to seek a second opinion (42%); researching symptoms or treatments (36%); being more assertive in interactions with clinicians and the health care system (21%); being more likely to change physicians (12%); paying more attention to physicians' advice (10%); taking more precautions (8%); becoming more likely to seek medical care (5%); and bringing a companion to medical appointments (4%). Some patients (10%) reported becoming more hesitant to seek care as a result of their experience.
DISCUSSION
The last decade has seen a renewed emphasis on patient-centered health care. Nowhere has this focus been more apparent and important than in cancer care. 1 The success of these efforts relies partly on understanding the problems that patients with cancer experience. We sought to gain this understanding by interviewing patients with cancer who believed they had experienced significant problems in their care. More than one in five of the cancer patients screened believed that something had gone wrong in their care that was preventable and caused, or could have caused, harm. Most of these patients did not formally report their problematic events. Because our sample consisted primarily of women treated for breast cancer, we cannot generalize about the prevalence of such perceptions in the general population of patients with cancer. Nonetheless, our findings suggest that greater attention to the experiences of patients with cancer and problems with their care is warranted. Of the patients interviewed, more than half believed that a breakdown in medical care had occurred, most commonly there was a perceived delay in diagnosis or treatment. These patients may have been mistaken about the perceived errors, but because many patients did not express their concerns, their clinicians could not correct misperceptions or provide reassurance. Patients also identified problematic events that were not traditional adverse events or medical errors, but rather communication breakdowns, similar to breakdowns described by other studies. 6, [19] [20] [21] [22] [23] These communication breakdowns represented fundamental problems in information sharing, care coordination, and emotional support and were sometimes reported to be as harmful from the patients' perspective as traditional adverse events or medical errors. These patient-reported problems in communication and medical care represent meaningful quality measures in their own right.
Currently, most of the systems in place to detect problems in care rely on the patient alerting the institution, such as in filing a complaint. However, only a small subset of patients in this study formally reported what had occurred, and many preferred to focus their limited energy on getting well. Patient complaints contain important information, including clinicians' likelihood of being sued for malpractice. For Medicare patients, these complaints require a formal written response. 24 In addition, while health care systems routinely survey patients regarding satisfaction with their care, such surveys are unlikely to capture the majority of patients' concerns with care, as evidenced by the small number in this study who reported responding to such surveys. However, many of the patients in our study spoke with a physician or nurse about what had occurred, indicating that patients are willing to share their experiences.
New approaches are needed to increase health systems' awareness of patients' perceptions of care problems and facilitate effective responses. Active surveillance systems that regularly reach out to patients and inquire about their symptoms are being developed to measure patient-reported outcomes in oncology and other diseases. [25] [26] [27] [28] [29] In addition, Internet-based reporting mechanisms, including patient portals, are being created so that patients can report adverse events and errors.
30 Such systems should be expanded to facilitate patient reports of care breakdowns. Patients should be able to choose who in the health system receives the report and whether the report is shared with their health care team. They should be able to provide both positive and negative feedback. Health care systems should educate patients about the availability of these reporting systems, and emphasize their eagerness to hear from patients. Patients' reports reflect their perceptions of events, which may differ from clinicians' perceptions of what might have occurred, but patients' reports are important nonetheless and may predict their subsequent actions. 31 The success of such reporting systems will ultimately rest on the ability of health plans to respond meaningfully to patient reports.
Few patients viewed their problematic events as attributable to multiple clinicians or systemic flaws, which contrasts with the patient safety movement's emphasis on the role that system breakdowns play in care problems. Health systems should help patients understand the complexity of cancer care delivery and recognize that many patients need identifiable individuals within the system to be responsive to their perceived breakdowns in care.
Despite increased attention to disclosure and apology following adverse events and care breakdowns, open communication remains the exception. Several major organizations have issued guidelines for developing effective disclosure programs. [32] [33] However, the majority of our patients reported that no clinician disclosed the care breakdown to them, took responsibility, or apologized. Failed or nonexistent disclosures compound patients' suffering. 34 The absence of disclosures did not mean that patients were unaware that problems had occurred, but rather reinforced patients' perception that their clinicians did not care about what happened. In some instances, the clinician might have been unaware of the patient's concerns or desire for the clinician to respond. Nonetheless, clinicians are still responsible for creating an environment in which patients are encouraged to share any concerns about problematic events.
This study has limitations. The patients who participated may differ in beliefs, attitudes, and experiences from those who declined. A second potential concern of our study is sample size. Seventy-eight is a large number of in-depth interviews, but would be considered small for a large-scale survey. Participating patients were predominantly women who had been treated for breast cancer. Interviews with male patients and patients with other types of cancer are needed. In addition, because all interviewees reported either physical or emotional harm from the events, patients who experienced a near miss but were not distressed by it are not represented. Two of the participating sites are integrated delivery systems that provide both care and coverage to members and the third is a mixed model that provides care to health maintenance organization members and patients with other forms of insurance. This may have limited the extent to which our findings are generalizable to patients in other care settings and to uninsured patients. Finally, because our interest was in understanding patients' perceptions, we focused on patient-identified events and did not seek to compare patients' reports with clinical records. This approach allowed us to explore events that would not have been captured in clinical records, but also prevented us from assessing whether patients' perceptions were consistent with clinicians' perceptions of care problems.
These findings suggest that patient-perceived problematic events in cancer care may be relatively common, physically and emotionally harmful, and often are not formally reported. As health care institutions strive to develop patient-centered cultures of care, additional consideration should be given to how improved communication with patients could prevent problems in care, as well as to what systems would encourage patients to alert their clinicians to perceived problems in care and facilitate an effective response.
